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Introduction 


The HIV epidemic in India is permeating all aspects of society and the number of children who 


are affected by AIDS is undeniably increasing. As the virus challenges society, organisations and 


individuals are confronting the many issues involved in this crisis. 


There are two primary objectives in serving these children. The first is that of care—providing 
support and services through which children can lead lives that are as normal, healthy, and fruitful as 
possible. The second objective takes the form of prevention—-giving children and youth the 


knowledge, ability, and experience to make decisions that will prevent further HIV infection. 


This booklet provides an overview of some of these issues and highlights how NGOs throughout 
India are currently caring for infected, affected, and vulnerable children. When located within the 
text, an organisation’s name is included as a direct source of information. If an organisation’s name 
is in parenthesis following the text, it is included as a reference from which the concept of the text is 


derived. 


Although these organisations and others committed to AIDS affected children are providing 
quality services, the number of AIDS affected children is growing daily and the need has come for 


existing and new organisations to create and enhance programs and services to support these children. 


It is our hope that the information in this booklet will enrich your understanding of the complex 
issues surrounding AIDS affected children in India, and that organisations will embrace some of the 


inspirational ideas we have learned in our journey. 


We regret that we have not been able to include every innovative characteristic of the organisations 
we have met nor of every childcare organisation. We hope that each of you will actively network 


with one another and share your valuable experiences. 


Only by coming together in partnership, hand in hand, can we formulate a holistic solution to 


overcome this new plague threatening India and her people. 
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here are several options for the type of care 
xtended to children affected by HIV/AIDS. 
YGO or program staff can decide which 
pproaches to use based on the needs of the 
hildren served, the objectives of the program, and 
he assets of the community. 


Dare can be provided by: 
> Specifically targeting these children 
- through one or more of the described 

approaches 

> Including them in strategies for HIV/AIDS 
prevention, care, testing, counselling, and 
support 

> Integrating care of affected children into a 
program design for overall community 
development 


>rograms should strive to be people-based and 
should derive strategies from the desires and needs 
9f the children themselves, as well as their 
saregivers and communities. 


The population being served can be involved 
n: 

* Creating objectives 

> Designing projects 

+ Planning evaluation techniques 

* Implementingtheprograms _ 


Types of Care 


Types of care described in this section: 
Institutional/Residential Care 
Home-Based Care 
Temporary Homes 
Drop-In Centres/Mobile Clinics 
Hospice Care 
Adoption 


Foster Care 


Discussion of each type includes: 
Description 
Benefits and Challenges 


_ Program Examples 
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Institutional/Residential Care 


Institutional or residential care generally takes the form ofa home or centre, and has been a frequen 
response to affected and vulnerable children. 


Who can benefit? 

~ Children who have no other alternative for receiving care in their situations 

+ Children whose parents cannot afford to adequately provide for them, either financially 
emotionally, or psychologically 


These programs are most successful when flexible and individualised residential care is provided 
rather than an impersonalised and ngid structure. 


: | oes Benefits 
The greatest benefit of institutional care is the quality of care 
given to each child. 
In addition to receiving the basic necessities of food, shelter, 
and clothing, children can receive rao build relationships, 


and gain a sense of belonging. 

Medical care can be given relatively immediately if the institution 
employs or has easy access to a health worker. 

Institutional care may also provide specific rehabilitation to 
children. 


Implementation 


~ One approach to implementing institutional care is placing all children together with caregiver: 
and social workers. 


~ Asecond option is to place a specific number of children in a house with a housemother or; 
houseparent couple. The homes can be located separately from one another(Inter-mission) o 
situated in a village environment(Reaching the Unreached). 


In this type of placement, children live in more ofa family environment with parents and siblings 
and they may receive more individualised attention. Multiple family units can be linked with ons 


another to provide a social network of support. 


In order to atract more community members to be houseparents, NGOs can set the position fo: 
a specified period of time. 
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Challenges 


Extensive and continuous resources, including funds, are required 
for sustainability. 


Caregivers are needed at all times to ensure appropriate care for 
the children. 

Institutions have capacity limitations, while the number of children 
in need increases daily. 


Further Considerations 


Individual attention for each child is potentially limited, especially if a large number of children 
are served. One way to lessen this impact is to give each child specific responsibilities so they 
feel like a part of the group, and then recognise them for fulfilling their roles. 


Isolation between children and their families and community can be avoided ifregular contact is 
established through visits and activities.(Word Made Flesh) 


Segregation vs. Integration of Positive Children: Factors to Consider 


+ With the use of universal precautions, risk of HIV infection can be prevented, and positive 
children should not be segregated out of fear or discrimination. 


+ Ininstitutional settings there is potential for cross-opportunistic infections to occur between 
the children. To prevent HIV-positive children from exposure to illnesses, severely ill children 
can be temporarily separated. 

+ Some believe positive children should be segregated so they can receive extra care such as 
nutritional supplements, more rest time, and immediate medical attention. 

+ While positive children can be provided with special facilities in their living environment, all 
children may be integrated for playing, school, and other daily activities. 
(St. Catherine’s Home) 


Programs that are integrative can also accept children from other backgrounds. For example, 
Word Made Flesh houses HIV positive children, AIDS orphans, children of leprosy patients, 
and children from destitute backgrounds. 
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Home-Based Care 


Through home-based care programs, children receive care and services while remaining with the 


families. These programs often emphasise self-reliance of the families and assist individuals an 
families in caring for themselves. In order to ensure that children benefit from the home-based car 
and the quality of their lives improves, home visits must be periodic and consistent. 


In their regular home visits, staff or volunteers can: 
+ Assess the needs of the children 

~ Counsel children and families 

+ Refer caregivers to any needed services 


+ Provide arange of assistance 


Assistance 


Providing financial, employment, and legal assistance to families in the following ways helps th 


affected children. 
Financial/Material Employment — 
+ Targeted assistance for education and ~+ Help in locating existing jobs 
medical fees 3 


+> 


Access to savings schemes 


3 2. 
Nutritional supplements - ~ Loans or start-up funds for micro 


Daily use items . a income generation projects 


~+ 


+ Referrals to government programs and 
_ NGOs that provide additional aid 


Legal 


~ Support in fighting discrimination in the ei schools, 
and medical care settings 


+ Help with guardianship issues and inheritance disputes _ 


+ NGOs without direct legal support can refer individuals to 
NGOs such as Lawyers Collective or local lawyers interested 
in such issues.. 
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Benefits 


= Children whose parents are ill and 
unable to independently care for them 
can to remain with family while being 
assisted by the program. 


-« Children who are ill can receive 
medical attention, and avoid the 
distance and limited visiting hours ofa 
hospital. 


Home-based care programs are more 
cost-effective than institutional care, 
and the potential number of children 
served is greater. 


Families in home-based care can be 
linked together to emotionally support 
one another as well as share in duties 

_ of daily routinés or child care. 


Challenges 


Periodic home-based care may not 


compensate for the lack of attention 
and emotional support neglected 
children receive. 


Travel from home to home may be 
difficult for program staff or 
volunteers. To address this, staffcan 
be assigned to homes within the 
same region and perhaps even near 
their own residence. 


In an individual home, space may 
present a problem and families may 
not be able to allocate sufficient room 
for the care of ill children. 


F urther information on Home-Based Care can be obtained from CHES and CCDT. 
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Temporary Homes 


To bridge the gap between residential and home-based care, temporary homes provide the tir 
and place for children to receive services and rehabilitation while being reintegrated into the communi 


While giving achild support, staff ofa temporary home can maintain ties between the child and t 
community, while working towards reconciling her with family, accessing more specialised ca 
placing her for adoption, or entering her into boarding school. 


CHEShas had success reconciling children who join the CHES Ashram with their families, a 
continues to serve the children afterwards through their home-based care program. 


| Benefits 
Temporary homes can be useful for: 


Children and families attempting reconciliation with relatives 

Children or families regaining emotional, physical, or financial stability 

Parents who fear the loss of their children to an institutional program can retain 
guardianship while receiving shelter for their children 

Mother/child pairs who need assistance — 


A temporary home has the potential to serve more children over a course of time than a 
permanent residential program. 


Challenges 
~ Temporary care requires: 
» Extensive infrastructure and human resources 
= High maintenance costs 
= Constant provision of shelter, food, and other material needs 


~ A temporary home can inadvertently become a permanent shelter. To address this, the wome 
and children in Purnata Bhavan of OasisMumbai are aware before entering that the shelterin; 
period is up to 2 years, during which they receive rehabilitation, counselling, vocational training 
and knowledge of life skills. 


For more information about temporary homes, please contact: 
CCDT, CHES, HOPE, Oasis Mumbai, SUPPORT, and WV CIHAC 
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Drop-In Centres Mobile Clinics 


Rather than living in a centre or being visited at home by program staff children can be brought to 
drop-in centres by their families, and youth may attend on their own when services are needed. 
Mobile clinics periodically go to various areas , benefiting those who cannot ai access drop-in centres. 


These medical clinics can provide: 
Counselling 
Outpatient medical care 
Advice regarding health and well-being 


Information about mother-to-child transmission, STDs, 
and drug use 


A centre for educational and social activities - 


Referrals to other services 


Further Considerations | ! 
Drop-in centres and mobile clinics may not provide all the services medical patients and affected 
children need. These programs are rae most useful for those children who live with a family 


member(s). 
Staff of the centres or clinics can also offer home-based care, in which staff of the centre or volunteers 


make regular visits to the client’s place of residence. Alternatively, an NGO can partner with a 
home-based care program so clients of both programs receive both types of care. 


~ For more information, please refer to: 
AIDS Desk, CCDT, PHO, Samvedan, The Salvation Army, WV CIHAC, YRG CARE 
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ger 


Hospice Care 


Children living with HIV/AIDS who become severely ill or who have reached the terminal stage c 


benefit largely from hospice care. Families unable to care for their ill, particularly households w: 


many positive individuals, may also choose hospice care. 


Hospices offer: 


« Specialised attention for medical and 
emotional troubles 


Peaceful and healthy environments, 
__ especially if located away from cities 


= Compassionate settings where patients 
are assisted in coping with their illness 
and approaching death 


Flexibility and support for patients to” 
return home as they desire _ 


Counselling for families 


Training for caregivers 


= Access toimmediate medical services | _ 


The hospice environment should: 
- Offer high quality care 


“ Provide adequate staff, treatment, 
and an attractive décor 
« Help patients enjoy their lives to the 


ss : Challenges 


. High costs are likely to be present in 
maintaining a residence and full-time 
medical care for terminal children. 


= Provision of high quality care may 
result in families choosing institutional 
care rather than trying to provide care 
on their own. 


As employed between Arulagam Hospice and Reaching the Unreached, organisations that care: 


infected children can also benefit from a partnership association with a hospice centre where t 


child remains at times of illness. This type of networking allows programs to offer more specialis 


services and decreases the burden on each participating program. 
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Foster Cadre 


“hildren who temporarily need a home can be placed with a foster family until their situations 
mprove. For example, an NGO might place children ofa child-headed household in foster care 
intil the eldest sibling is able to provide sufficiently, thus providing care and rehabilitation while 
<eeping families together. 


Foster families provide: 
Individual attention 


Support for basic needs 


Access to education 


Medical treatment 


Recruitment of suitable foster families requires an intensive screening process and thereafter, families 


may need training and financial support. 


NGOs should remain in communication with the child and foster family to stay updated on the 
child’s progress, retain the child’s link to his family and community, and provide counselling to 


children and foster parents. 


A potential drawback of foster care is that adjusting to a new home only to leave it may increase the 


emotional instability of a child that has already been through much trauma. 


CCDT protects children’s property rights while they are in temporary foster care, so the children 


can later return to their homes and re-join their siblings. 
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Adoption 


Adoption has become more prevalent in recent years, with willing adoptive families increasin 
greatly in number and expanding to include domestic couples. Through adoption, a child who cannc 
be replaced with his extended family can still be integrated into a family home and community. 


Parents and NGOs alike may be weary of placing a child for adoption, because the child ma 
be ill-treated and may be forced into an abusive situation. These risks can be greatly reduce 
through intensive screening of adoptive parents, coupled with periodic follow-up reports and visit 


NGOs unable to conduct adoptions directly can link with existing adoption agencies as WV CIHA 
has done. 
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HIV/AIDS affected children have many of the same needs as other children—nutrition, exercise, 
education, love, and affection. Beyond these, affected and infected children, whether orphaned or 
not, may have special needs such as counselling, medical treatment, vocational training, and 


encouragement of self-reliance. A child’s development is dependent on all of these needs and each 
must be adequately addressed. 


Affection and individual attention are vital for the proper development 

ofachild. 

« Inresidential programs, children can be paired with an older child 
in a sibling-type relationship. 

= When positive mothers help care for orphaned children, both benefit 
from the familial relationship. (HOPE) 

= Inacommunity setting, the companionship of an adult mentor 
provides additional emotional opportunities and support. 

« Through pen pals from other programs or areas, children expand 
their circle of support. 

= Children enjoy family-like activities such as participating in regional 

festivities, going on tours and outings during holidays, and celebrating 

birthdays. (CORA) 


All children need to maintain a well-balanced diet. 
Diets that are both nutritious and cost-efficient: 
Delay the progression of AIDS 


Optimise immune function _ Nutrition, | 
Reduce overall medical costs = Exercise, : 
Decrease the frequency and severity of opportunistic infections 7 ee 


Counteract harmful internal changes _ Hygiene 
Yoga, exercise, and weight lifting have psychosocial benefits in 

addition to increasing overall strength and lean body mass. 

Personal hygiene of the child and cleanliness of her living 


environment is also vital for good health. 


Children need access to medical treatment, whether through a doctor 

on staff, regular home visits by a physician, assistance attending medical 
clinics, or referrals to medical hospitals. 

= Regular medical care can prevent many illnesses and substantially 

improve and maintain a better quality of life for children. 
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Counselling 


For all children and youth, counselling should take the form ofa partnership between the child a1 
the counsellor, rather than advice-giving or lecturing by the counsellor to the child. Througt 
relationship in which the child feels comfortable, he can be assisted in working through emotior 
issues, dealing with difficult life situations, and making his own decisions. Constant emotional supp 
needs to be given, even outside of counselling sessions. 


Counselling with younger children Older children and youth also require 


assists in counselling regarding 
Coping with emotional trauma Life skills 
‘ 
3 Coping with orphanhood or pending Self-reliance 


loss of parents 
Empowerment and self-esteem 
Coping with discrimination 
Sexuality 
Improving the child’s quality of life 
Risk-behaviour 
Guidance on education, nutrition, 
and hygiene Awareness of dangerous situations, 
like exploitation by adults, that can 
lead to violation of their rights and 
perhaps to HIV infection 


Counsellors 


= Social workers, doctors, and volunteers can be counsellors. 


= Allcounsellors should go through intensive training and should receive continuous suppot 
and feedback. 


By sharing their successful techniques and frustrations with one another counsellors 
improve their work. | 


YRG CARE has published a guide for counsellors that can be 
accessed by contacting its office. 
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TYPES OF COUNSELLING 


Children respond to crises in a variety of ways based on their personalities, cultural backgrounds, 
and experiences, and thus need a multitude of approaches through which to be comforted and 
helped. Counsellors should be flexible in their approaches, keeping in mind the focus is to serve the 
child’s needs rather than to adhere to methodology. 


After first establishing a rapport with the child, any of the following techniques can be used. 


= Conversations and Discussions: The counsellor listens to and talks with the child in 
directed or undirected conversation. 


= Drawing or Play Therapy: The counsellor sets up an activity and watches the child’s 
play for indications ofher feelings. Playing can also provide an emotional release for the 
child. 


: Role-playing/Storytelling: The counsellor creates a scenario that the child either acts 
out or speaks about. Alternatively, the child can create his own scenario. Patterns and 
events in the act or story are likely to mimic those in the child’s life. 


= Group Counselling: For older children, group counselling may be helpful in coping 
with social stigma and discrimination and in facing the emerging issues of sexuality and 
life plans. This type of “shared confidentiality” can be comforting to many children who 
choose to participate in the group counselling.(SUPPORT) 


= Phone Helpline: Counsellors can speak on the phone to children who do not have 


access to a counsellor in their residence.(Samvedan) 
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Education 


Every child must be able to access a good education, as it can expand her opportunities in the shot 
and long-term. However, financial costs, discrimination, and need for generating income preve 
many affected children from attending school. NGOs can help them enroll in school and do well 


their studies. 


Cost of Education 


» NGOscan provide educational fees and 
uniforms to help children continue their 
schooling, while providing counselling 
to parents to stress the importance of 
education for their children. 


NGOs may also persuade school 
officials to waive fees. Ifnecessary, this 
can be in exchange for service such as 
HIV/AIDS awareness programs. 


Relationship with School Administration 


= Orphans may encounter problems when 
registering for school if they lack an 
address or birth records. In such a case, 
relatives or NGO staffcan register on their 
behalf. 


= NGOs must decide whether they will 
disclose a child’s positive HIV status to 
school officials, keeping in mind that the 
child may face discrimination from teachers 
or students. 


Special Programs 


An NGO may run its own school or 
have a close association with one. 
Benefits of this are leniency for ill 
children, flexibility in attendance, and a 
less ngorous curriculum. In areas where 
discrimination is high and school officials 


do not respond to discussion, this may 


be one of the only options for a 
stigmatised child to receive education. 


Children who have been out of school 
for some time period may benefit from 
informal education that can be accessed 
through an affiliation with an Open 
School. 


Children may need tutoring for studies, 
with which staffmembers, teachers, and 
other children can help. 


# While some NGOs have been able to work out an unofficial arrangement with schools, mo 
report that administrators are reluctant to accept positive or affected children in fear that oth 
parents will protest. Sensitisation programs and follow-up discussions can help assu 


administrators and parents. 
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Vocational Training 


, cational training can be offered to youth who do not excel in a school setting or who need skills 
at can be applied to income generation projects. Vocational training can help them to provide for 
emselves and their siblings. 


The following approaches can be 
used in giving training: 


+ Training from NGO staff 
~ Referral to other training programs 
~ Apprenticeship with a local business 


Some vocational fields are: 


Welding 

Computer-related work , 
Social work, in the same NGO or one that 
addresses similar concerns 


$$$ $4 
i 
S| 
: 
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: lowing the training, further assistance can include support of higher education and assistance in 
b placement. 
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| Agency and Self-Reliance 
One of the most important things a child can have is a sense of agency and self-reliance. 


Promoting self-reliance entails encouraging the total development of the child in the areas of li 
skills, emotional maturity, and self-care by allowing her opportunities and responsibilities to mal 
her own decisions. 


Before joining any program, children can be guided 
by staff in deciding the type of service most 
appropriate and beneficial for them, respective to 
individual personalities and circumstances. 


Having the agency to make choices 
fosters self-reliance. 


» Choice in vocation or field of 


Once ina program, the child should assume some interest encourages an attitude of 


amount of work and responsibility, thus accepting 
ownership of his future. 


responsibility for one’s livelihood. 


= Older children can be involved in 
Specific training can lead a child towards self- 
sufficiency and confidence. 


creating saving schemes, income 
generation programs, or ideas for 


‘ CCDT holds camps geared toward employment. When possible, 


particular age groups and covers topics of 
leadership skills, personality development, 
home management, sibling care, and 
‘ accessing government aid. 


organisations can provide access to 
loans or training to help the children 
realise their goals. 


: = By participating in adult-facilitated group » Exposure trips to places such as 
discussions, children and youth gain 
experience in solving life problems, that 


involve HIV or other aspects of life. 


offices, college campuses, and 
police stations give children ideas 
of the field they may choose to 
pursue. 


» Children suspected to have HIV can 
participate in the decision to be 
tested (FXB-Goa). Positive 
children can decide whether they 
will disclose their status to others. 
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Caregivers 


Caregivers can be relatives, program staff, or volunteers, as long as they are responsible, 
Jedicated, and loving. 


Training Counselling 


| Training for caregivers can greatly enhance 
| the quality of care a child receives. Written 
| materials are helpful, and participation in 
| anactual training session can be even more 
| beneficial. This guidance should entail 
| information about: 


All caregivers benefit from learning 
methods for counselling children. 


In addition to topics discussed earlier, 
specialised counselling may be needed for: 


Universal precautions Grandparents, as they unexpectedly 


become parents in their old age 
Basic knowledge of HIV 
Assistance in disclosing HIV status to 
Children’s emotional needs, and a positive child 
affectionate ways to address them 


Grief counselling for both the child and 
the caregiver | 


Symptoms and signs of medical 
problems, and how these should be 
treated 


Nutritional requirements, and 


Further Information 
suggestions for diets 


A training manual and workshop 
for caregivers of affected and 
infected children is available from 
CHES. 


Ways to combat stigma and 
discrimination directed at the child and/ 
or family 


Inter-Mission has established a 
Child Care Training School. 


How to access services such as 
medical facilities, support groups, and 
educational assistance 
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Family Involvement 


An organisation’s relationship with a child’s family is important for the child’s well being. Famil 
involvement helps in successfully serving a child’s needs. Organisations can facilitate the relationsh: 
between the child and family by developing a policy on visitation, involving the family in planning f 
the child’s future, and acting as an intermediary in reconciliation attempts. 


VISITATION 

For children in an institution or temporary home, 
periodic interaction with parents or other 
relatives is important for retaining ties to family 
and potentially toa community. There should 
be a balance between a child’s need to maintain 
contact with his family and the impact of the 
environment on the child. 


Visits can occur at fixed times or a more 
permissive policy can be used. Visitation 
can be held at: 


+ The program centre, though the 
atmosphere can possibly be disrupted 


The relatives’ home, which requires 
transportation for the child 


A neutral location such as the NGO’s 
office 


Visitation should not negatively impact 
children who do not have visiting relatives. 
During visitation time, volunteers can be 
visitors to these children. 


AtWord Made Flesh, when some children 
return to their homes for visitation, others 
who cannot go home are taken elsewhere 
on a vacation. In this way, no child is left 
out of the activity. 


26 Family Involvement 


FUTURE OF CHILD 
Parents/guardians should be involved in 
decisions regarding the future of their 
children. Whether they wish for the child 
to be placed with a relative, in an 
institution, for adoption, or in any other 
care situation, they should understand all 
the issues involved before making a 
decision. 


= Parents can visit different facilities 
where the child may be placed, giving 
them peace of mind in their final days. 


= If the child is to be taken in by 
extended family after the parent’s 
death, group counselling can ensure 
that the child is receiving the best 
possible care that also fits with the 
parent’s desires. 


» Legal transfer of guardianship may 
better protect the child’s inheritance 
and other legal rights. 


RECONCILIATION 


\s a family and home environment is generally preferable, efforts should be made to have the child’s 
arents or relatives retain him or her. As the number of affected children continues to increase, 
amily members will have to take responsibility for their relatives. 


rogram staff and volunteers can act as intermediaries among individuals and families, initiating 
lialogue on reconciliation. 


n discussing family reconciliation, staff can look to the reasons for relatives’ rejection of a child. If 
he reason is discrimination out of fear, counsellors can dispel the fear with facts about HIV/AIDS. 
‘nancial constraints of the relatives can be addressed by referring the relatives to an NGO that 
yrovides monetary or material assistance. 


fimmediate reconciliation seems unlikely, the child can be temporarily cared for through another 
rogram, while reconciliation attempts continue. 


telatives who suggest they are willing to take the child from a residential home can be informed of 
actors involved in caring for the child and shown that normal interaction with affected and positive 
hildren poses no threat of infection. 


rogram workers must decide whether it is best to initiate reconciliation efforts, or wait for the 
elatives to initiate this process, considering that negative feelings between the relatives and the 
NGO may develop if the relatives feel forced in their decision. 


Ince a child is replaced in his or her family, follow up visits are necessary to ensure that the child is 


eing properly cared for and also helps to determine whether the family needs any continued assistance 


ike counselling or educational support. 


More advice on family reconciliation can be attained from: 
ACT. CCDT. CHES, HOPE, Oasis Mumbai 
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Community Involvement 


HIV is aproblem for all of society and solutions must have the involvement, support, and efforts 
community members. To this end, individual volunteers, sponsors, families, and clubs can pla 
central role in the care of positive people and their integration into community life. They can be 
assist in care of the children and influence policies that affect them. 


| Volunteers: 
+ Expand the capacities of NGOs 
~ Gain social acceptance for the affected 
~ Promote self-reliance in children and families 
+ Bridge children with the larger community 


In order for the impacts of HIV to be mitigated, members of the community at large must s 
forward to accept the responsibility. NGOs and government can initiate community involvem 
and train the volunteers. 


Recruitment can occur through: 

| Schools 

Word of mouth 

Public advertisements 
Awareness/sensitisation programs | 
Active solicitation of professionals 


$+ 


Group Participation 
+ Associations of all types have a diversity of participants, each with his own skills and abilit 
Groups constitute a network of community members that can serve many of the needs 0 
affected child. 
+ Examples of these groups are social clubs, sports teams, businesses, congregations, wi\ 
associations, and youth groups. 
| + Groups can assist in large events like fundraisers, awareness programs, and special activities 
| the children. 
+ Group participation may be more appealing to those individuals who would otherwise be hes 
to volunteer and care for affected people. 


| NGOs can link volunteers and the community by providing training, setting goals and expectati 
creating a framework for participation, and solidifying commitments. 
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Roles for Volunteers 


Volunteers from all walks of life can offer their time and skills to better the quality of life of those 
iffected by HIV/AIDS. The following is a small example of how volunteers can be effective; the 
ossibilities for volunteers are endless. 


INDIVIDUAL LEVEL 


Direct Involvement Hosting 


When families in the community periodically 
host children in their homes, the children, 
the staff, and the family all benefit. 


= Give personal attention to a child, by 
mentoring, playing, tutoring, and taking 
him for outings and doctor visits 


Children receive 
« Individual attention 

= Exposure to a larger community 

= Opportunities to enjoy a family-like 
environment 


= Counsel children and their families, 
after receiving appropriate training 
(ACT) 


= Make periodic home visits to assess 
children’s needs and give training and 
advice to caregivers. Several 
individuals together can comprise a 
“care team” for home-based care. 


Staff 
= Geta break from day-long caregiving 


Community 

= Hosts enjoy the company of wonderful 
children 

= Examples are set for others’ 

acceptance of positive people 


Sponsorships 


Initially, recruiting hosts may be difficult and 
staff/caregivers may hesitate to trust 
children to others, but when successful, the 
breaks can help integrate children into the 
community and improve the social 
perception of positive people. 


_ Those who wish to offer financial support 
can sponsor a child’s educational fees, 
medications, or food. Local sponsors can 
also give material donations such as 
clothing, assistance in transportation, and 
school supplies. 


(Oasis Mumbai) 
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ORGANISATIONAL LEVEL 


When volunteers assist NGOs at the Volunteers can assist in: 
organisational level, 
~ Administrative duties 
The extent ofan NGO’s reach increases. 
| <~ Networking with other programs 
4 Theorganisation’s ability to serve expands. 
deaaaie ices ) be ~ Professional partnerships 
~ The organisation’s strength and | | 
‘sustainability is supported. <> Proposal writing 


~ Fundraising from individuals, corporatio 
and abroad 


SOCIETAL LEVEL 
Advocacy and Policy Ch ange i 
+ Some existing government policies—or lack of —impede rather than improve the quality of | 


of affected people. When volunteers, professionals, media, and NGOs come together, tl 
form a strong base from which policy changes that support | the rights of PLWHA can be initiat 


+ Children affected by AIDS need adults to voice their concerns and protect their nights. Throw 
community involvement and support, government officials will leam about the needs of the child 
and enact policies favourable for them. 


+ Specific areas for which volunteers can advocate include access to education, medical care 
treatment, and legal rights. 


Awareness and Sensitisati 
, Volunteers can serve as peer educators who sensitise colleagues at work ¢ 
in social groups about the rights of people affected by AIDS, the issues th 
face, and the ways in which additional pices 56 meibers can a e 
their lives. | | 
4 Community members can also teach school dachiat about the medical ¢ 
social realities of HIV/AIDS. 
~ Asrole models, they can distill social/cainaeal Brtors that have harm 
implications for children. 
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HIV Positive Children 


Organisations that serve HIV positive children must also consider the issues of testing, consent, 
disclosure, and antiretroviral therapy in addition to the previous topics. 


TESTING 


NGOs should decide on an HIV testing policy, including 
whether they will mandate testing, recommend testing, 
and/or provide testing services. 


Regardless of whether or not an organisation 
emphasises testing, universal precautions should be used 
with all children to ensure safety. 


Knowing HIV status may help: 


> In making future plans, like options for types of 
care fora child 


+ Facilitate better prevention and care of 
- opportunistic infections, thus prolonging and 
_ Improving life 


_ Disadvantages to recommending testing: 
* Many people will have to travel great distances to 
access an HIV test. 


+ Ininfants, tests need to be administered periodically 
and may not be accurate in infants younger than 
18 months. 


+ Ifpositive status is confirmed, children may face 
ostracism. 


+ Positive children may be rejected from schools and 
denied access to other services. 


+ For most, treatment for HIV is likely to be 
. unaffordable. 
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CONSENT 


Consent in testing and disclosure is 
emphasised in the global community 
and increasingly in India. However, 
children tend to be tested without 
being informed. Some believe that 
like all other individuals, children and 
youth have the right to know about 
their medical condition and 
treatment, particularly for an infection 


that has many social implications. 


However, infants, toddlers, and 
some children may not comprehend 
the medical aspects of HIV, its social 
implications, and the concept of 
consent. In these cases, the 
guardian(s), caregiver or NGO can 
act on behalf of the child for the 


child’s best interest. 
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DISCLOSURE 


Some believe positive children do not need to know their HIV status, so that emotional 
complications can be avoided. 


Others advocate for disclosure and counselling appropriate to the age and maturity of the child. 
As positive children become more symptomatic, they may make comparisons to their parents’ 
symptoms and become worried about their own death, ifnot properly informed. Knowing their 
status can help children cope with their situation and dispel fears about their illness. 


When appropriate, children should know: 
«= Basic knowledge of HIV/AIDS 
= Medical impacts, including frequent illness 
= Proper precautions to take | 
= Being positive is not a punishment or a reflection of moral character 
= Many people are there to support the child and 
give him love and affection 
=  Thechildcan continue to live a quality life 


Counsellors, social workers, or doctors of the program can disclose information to a child. 
Alternatively, these individuals can counsel parents or guardians on how and what to disclose. 
In any case, the child should have adequate and continuous counselling. 


ANTIRETROVIRAL THERAPY 
(also known as ART, ARV, HAART) 


There are HIV specific drugs that extend and improve the quality of life of HIV infected persons 
when used appropriately. 


However, access to ARV medications may be limited by: 
+ Highcosts ~ Unavailability or limited supply 
~ Lack ofknowledge about proper administration 


Additional factors that should be examined before pursuing ARV are: 
~ Likelihood of drug resistance ~ Possibility ofsevere side effects 
~ Sustainability of treatment 


ARV isneither feasible nor appropriate for everyone. Only after extensive consultation with a physiciz 
should one invest in ARV for achild and/or her HIV positive caregiver. Once begun, treatment mu 
be carefully monitored, adhered to, and continued lifelong. 
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Special Populations 


For many children, HIV/AIDS is only one of many complications in their lives, and these children 
require additional support to overcome their situations and the many traumas they face. 


CHILDREN OF SEX WORKERS 


Children of sex workers may need rehabilitation for the psychosocial issues they 
face. 


In working with children of sex workers, special concerns may be encountered 
regarding the feasibility of home-based care or the degree of family interaction in 
a residential program. 


These children may need school admission and access to other services that 
stigma, lack of adequate guidance, and/or frequent migration has prevented them 
from receiving. 


In rehabilitation, an emphasis should also be placed on preventing the children 
from entering the same field. 


CHILD PROSTITUTION & SEXUAL ABUSE 


The prevalence of both girls and boys engaging in commercial, forced, or other 
sexual behaviour, especially in areas with designated red light districts, is all too 
common. 


These youth need rehabilitation, counselling regarding their experiences and the 
stigma they face, as well as medical treatment. 


They can also benefit from knowledge on HIV prevention and means for protection. 
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CHILDREN OF MIGRANT FAMILIES 


 Dueto their frequently changing residence, it is challenging to identify and provide sustainab 


care to children of migrant families. 


Parents of these children should be advised of similar organisations in other areas, should tl 


family migrate. 


CHILDREN AND DRUG USE 


~ Children living on the streets are at a greater risk for drug abuse and HIV infection. 


+ Programs can help children through detoxification and rehabilitation children towards health 


lives. 

~ Inproviding care to these children, a high level of supervision is needed. This can be implement 
effectively in institutional/residential programs, but may be difficult to conduct through hom 
based care in which continuous contact may not be maintained. 


+ Adisciplined environment should be coupled with affectionate and personal relationships. 


~ Drop-in centres can serve those who remain on the streets and needle exchange programs c 


reduce risk of HIV transmission for those who continue to inject drugs. 
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Mother to Child Transmission 


Vi is primarily spread in India through unprotected heterosexual intercourse, which can eventually 
esulti in mother to child transmission Me 

a 3 ae 
F the sake of the child’s health, pregnant women should be encouraged to take an HIV test and, 
positive, to take preventive measures. Doctors and counsellors should help women make the 
fest choice for their circumstances, as well as provide follow-up care, training, and support to 
- and their families. 


Several medical institutions use a multi-pronged approach to reduce the risk of transmission, including 
an AZT regimen or nevirapine for the pregnant mother, C-section for delivery, AZT for the newborn, 
7 alternatives to breastfeeding. | 


j 
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BREASTFEEDING 
Ifa positive woman chooses to breastfeed, her infant remains at risk for HIV infection. This risk 
is significant, and increases when a woman has poor breast health such as bleeding nipples and 


boils. 


However, the decision of whether or not a woman should breastfeed must be examined in relation 
to the overall health of the child, based on the risk of malnutrition and other illnesses versus the 
risk of HIV infection. 

Ifa mother chooses to breastfeed, then for at least 6 months she should exclusively breastfeed, 
meaning that the child does not consume any other solids or liquids other than breastmilk. Mixed 
feedings, or combining breastmilk with other solids and liquids like sugar water or cereal, 


reatens the infant’s health and actually increases the risk of HIV infection. 


Advantages of Breastfeeding: 


Natural contraceptive 


Protective immunological characteristics of breastmilk 
Inexpensive source of nutrition for babies 
Desired activity for many mothers 


5 
“ 
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ALTERNATIVES TO BREASTFEEDING 


Alternatives to breastfeeding, if used correctly, can reduce the risk of MTCT. These alternativ 
must be affordable, acceptable, feasible, sustainable, and safe. Infants should be fed breastmilk 
substitutes using a cup rather than a bottle; a cup is easier to clean and less likely to cause illnes 


Alternatives to direct breastfeeding include: 


~ Boiled breastmilk 
+  Formulamilk 
+ Modified cow’s milk 


Barriers to Substitute Feeding: 


~ Unsafe water 

~ Highcost of formula 

~ Stigma associated with cup/bottle-feeding, 
as it may imply HIV positive status 


For more information about MTCT, please refer to: 
AIDS Desk, PHO 
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Funding 


Funding is a key to efficacy and sustainability, and unfortunately is also the most common obstacle 
organisations encounter. A lack or loss of funding can devastate a program, resulting in both children 
and staff suffering. 


Funding is typically attained from state grants, forei gn aid organisations, universities, and faith-based 
affiliations. The following are a few examples of how different organisations have been able to 
address the funding issue. 


Corporate Partnerships Training Programs 

= Partnerships with corporations or large 
businesses can be useful for fundraising 
campaigns and corporate donations. 

=«  Thepartnership can be longer lasting and 
more fruitful when both parties benefit; 

some organisations have exchanged 

awareness programs for monetary or 

material donations. 


Assets an NGO uses to provide services 
for clients can be used for income 
generation by extending it to community 
members at a cost. 

For example, while offering free 
computer classes to low-income 
children, Oasis Mumbai charges fees to | 
middle-class students to defray the cost 
of the project. 


Use of Space 
Foreign Partners 
Excess infrastructure such as land or buildings 
can be used for income generation. Partnerships with foreign donors can 
Navjeevan employs modern farming also be beneficial to both the NGO and 


techniques on its land, and Bala Mandir rents a 

out an auditorium on its campus. For example, YRG CARE has foreign 
partners for research projects. 

Through a partnership with professionals 
from abroad, participants of 
Oasis Mumbai are apprentices learning 
how to make quality export items, which 
are also sold domestically to make the 
training program self-sufficient. 


Supporting Caregivers 


Helping parents and caregivers generate 
income and become self-sufficient in caring 
for their children can lift some of an NGO’s 
financial burden. 


While funding will undoubtedly challenge an NGO, it can also be an avenue to realise an NGO’s full 
potential and gain greater support and involvement of the community. 


Special Topics 37 


Administrative Issues 


While clients should be cared for individually, a base strategy that includes objectives and metho 
will help an NGO to execute its program. Research before starting a pro) ject can help to determi 
the most effective way to implement objectives and serve the target population. Baseline surve 
and needs assessments help in this research. 


Once a program has begun, maintenance 
of accurate records can be helpful to: 


Demonstrate efficacy 

Guide implementation and operation 
Monitor pro gress of a project 
Evaluate aproj ject 
Share program information with ars 


$} seus + 


Prepare grant proposals 


Children benefit from interacting Effective organisations provide staff — 
with a variety of staff and members with a feeling of ownership in 
volunteers, including: their projects and work. This can be 
- fostered by: 
< Professionals i in fields like medicine wah aa | 
and social work | | | = Setting specific expectations 
a. Lay people Seer ¥ | = Trusting staff to carry out their work 


without constant supervision 


Any interested individuals that may 
have undergone similar experiences 8 Giving feedback in the forms of praise 
and well-articulated criticism — 


Pisitie adults who dedi to care for ae | 55 
children. tec «= Allowing staff to have input into 
decision-making, particularly if they 


work closely with the children 
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FAITH-BASED ASSOCIATIONS 


Many organisations have some sort of group affiliation. The most common of these are faith-based 
ssociations. 


Religious leaders and faith-based associations can act as: 

+ | An avenue to empower the marginalised and vulnerable 

+ “Bridge builders” among communities 

* Advocates for gaining social support for affected individuals 


* Spiritual counsellors, helping individuals cope with difficult circumstances and grief 


Faith-based associations may also have limiting consequences in that: 
* Clients may refuse services because an organisation seems religiously-oriented 
* Differing ornon-faith based organisations may be unwilling to network 


* Potential staffand volunteers may not want to work for an organisation with a specific ideology 


Special Topics 39 


Partnerships 


Partnerships are vital to providing quality care to a large number of people. Although finance: 
partnerships are beneficial, partnerships with other programs can also greatly enhance an NGC 
projects and are the most effective way to serve the holistic needs ofa child. 


Associations can be made with: 

NGOs working in the HIV/AIDS field 
NGOs serving children 

Government programs 

Clinics and Hospitals 

Schools 

Professionals 


> + > + 


T. pest partienins NGOs can: 
Network _ 

Refer clients to one another’s services 

Learn from one another’s experiences 

Join together for advocacy on behalf of clients 

Participate in relevant forums 


$+o$4 


By sharing our understanding and experiences, 
together we can create solutions that give AIDS affected children 
all the opportunities and support of society. 
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ACT 

Andi Eicher, Project Director 

Ursula’ 1‘ Floor, 

19 August Kranti Marg, Nana Chowk 
Mumbai, 400 007 

Tel: (022) 3808136 

act(@vsni.in 


andi(@aya.yale.edu 


AIDS Desk 

Dr. Sheila Shyamprasad, Co-ordinator 
#94 Purasawalkam High Road 
Shennai 600 021 

Tel: (044) 5329108, 6432454 


guru clin@md3.vsnLnet.in 


Association of Arulagam Hospice 
Ms. Margaret Addicott, 
Superintendent and Joint Secretary 
Bangarupuram 

Reddiarchatram PO-624 622 
Dindigul District 

Tel: (0451) 54202 


Bala Mandir 

Jonorary General Secretary 
[26, G.N. Chetty Road 

[[. Nagar, Chennai - 600 017 
Pel: (044) 8267921 
vjbmrf@eth.net 


Contact Information 


Church of South India, Diocese of Madras 
Board of Social Concerns 

Rev. Asir Ebenezer, Director 

226, Cathedral Rd. 

Chennai 600 086 

Tel: (044) 8113929, 8113933, 8117629 
revasir@yahoo.com 


Committed Communities Development 
Trust (CCDT) 

Sara D’ Mello, Managing Trustee 

Room No. 8, Ground Floor 

Pali Chimbai Municipal School 

St. Joseph Road, Chimbai 

Bandra (W), Mumbai 400 050 

Tel: (022) 6443345, 6513908 


ccdtrust@bom5.vsnl.net.in 


Community Health Education Society 
(CHES) 

Dr. P. Manorama, President 

#198 Rangarajapuram Main Road 
Kodambakkam, Chennai 600 024 

Tel: (044) 4726655, 4731283 


manoram ahoo.com 


Community Oriented Rehabilitation 
Association (CORA) 

Mr. Sylvester Chandra, Secretary 
#38/16 First Street, Pudhu Theru 
Tiruvannamalai 606 601 

Tel: (04175) 33750, 33236 


cora_99@indiya.com 
cora99(@rediffmail.com 
www.coraonline.org 
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FXB-India Society —- Goa Branch 

Mr. Shaikh Shakeel, Project Co-ordinator 
C-1, 1 Floor, Cozy Apartments 

Menezes Braganza Road, Baina 
Vasco-Da-Gama, Goa 403802 | 
Tel: (0832) 512959 (0), 445367 (R) 

Fax: (0832) 501495 


fxbgoa@goatelecom.com 
h shai CO 


HOPE Foundation 

Santhosh Kagoo, Administrator 

#2, 1 Floor, Jayaram Avenue 
Shastri Nagar, Chennai 600 020 
Tel: (044) 4463394 nee 
santhoshpkagoo@rediffmail.com 


Inter-Mission Industrial Development | 


Association oe 
Agape Project 

Sumitra Gaikwad, Biecior 
“Elim” 19, August Kranti Marg, 
Nana Chowk, Mumbai 400 007 
Tel: (022) 3806237, 3808134 » 
daw -vsni.net.in — 


Lawyers Collective HIV/AIDS Unit 
7/10 Botawalla Building, 2nd Floor 
Horniman Circle, Fort 
Mumbai 400 023 
Tel: (022) 2676213, 267621 oi 
aidslaw@vsnl.com 
or 
63/2, First Floor 
Masjid Road, Jangpura 
New Delhi 110014 
Tel: 011-4321101/2/4316925 


aidslaw 1 @ndb.vsnL.net.in 


42 Contact Information 


Navjeevan 
Dr. Susy Cherian, Convenor 
Mar Thoma Centre, Sector 10-A 
Vashi, Navi Mumbai 400 073 
Tel: (022) 7669484 

om .vsni.net.1 

nav] Ir 


Oasis Mumbai 

Purmata Bhavan 

Vasudevan Vittal, Project Co-ordinator 
Gr-6, Mamta-A, A-Marathe Marg 
Prabhadevi, Mumbai400025- 
Tel: (022) 4316608 
oasis.bombay@vsnl.com 


uma VSni.cOm 


Peoples Health Organisation India (PHO) 


_ Dr. LS. Gilada, Secretary General 


Municipal School Building 

J.J. Hospital Compound 
Mumbai 400.008 

Tel: (022) 3719020, 373 8999 


e -. thoaids@vsni.com 


. Positive Women’s Network (PWN+) 


Ms. P. Kousalya, President 

#23 Brindavan Street .. 

West Mambalam, Chennai 600 033 
Tel: (044) 4717363, 3711176 
poswonet@hotmail.com 


Reaching the Unreached (RTU) 


_'. Brother James Kimpton, President 
-. G. Kallupatti 625 203 


Periyakulam Taluk, Theni District 
Tamil Nadu State, South India 
Tel: (4546) 36230 


rtu@eth.net 


The Salvation Army 

Major B.P.Jadhav 

HIV/AIDS Community ement 
Programme, Mumbai. 

84, Sankli Street 

Byculla, Mumbai 400008 

Tel: (022) 3093566 

Fax:.022 309 9245 » 


Samvedan 

Dr. Geeta Bhave 

C/o Meena Sathe 

17, Anik Court 

Pandurang Naik Marg 

Mahim, Mumbai 400 016 

Mumbai: (022) 4453058 (Clinic) 
4453058 (R) 

Pune: (020) 5431152 

geetabhave@yahoo.com 


St. Catherine’s Home 
Superintendent 

St. Catherine’s Home 

Veera Desai Road 

Andheri (West) 

Mumbai 400 058 

Tel : (022) 676 2312, 676 6906 
‘stcath Lnet.1 


Society Undertaking Poor People’s Onus 


for Rehabilitation (SUPPORT) 
Sujata Ganega, Executive Director, 
Old BMC Office, 2™ Floor 
Vakola Market, Nehru Road 
Santacruz (E), Mumbai 400 055 
Tel: (022) 6162965 


supportkids2@roltanet.com 


Unison Medicare & Research Centre 
Dr. I.S.Gilada, Consultant in HIV/AIDS 
Maharukh Mansion, Alibhai Premji Marg 
Grant Road (East), Mumbai-400007 


"Tel: (022) 3061616; Fax: 3000016 


il net 


Word Made Flesh 


Pea As. Samuel, Director 


- #16 Temple Road 


Jawahar Nagar 

Chennai 600 082 

Tel: (044) 5379271 
patrick.samuel@wordmadeflesh.com 


World Vision Chennai Integrated 
HIV/AIDS Care Project (WV CIHAC) 
Manager 

#14 Shanmugarayan St 

Purasaiwalkam, Chennai 600 007 

Tel: (044) 662 1698, 662 3781 
wvicihac@md4.vsnl.net.in 


YRG CARE 

Dr. Suniti Solomon, Director 
#1 Raman Street 

T. Nagar, Chennai 600 017 
Tel: (044) 8230701, 8240311 


yrgcare@vsnl.com 
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About the Authors 


Arabinda K. Pani and Aarti Kumar are recent graduates of Vanderbilt University in the Unit 
States. At Vanderbilt Pani was the founder of ASTHA, an organisation that focused on AIL 
awareness on an international level, and led a group of students to South India to conduct awarene 
programs. He has been an American Red Cross HIV instructor for over 4 years and, after t 
completion of this project, will continue his education at Harvard Medical School. Kumar major 
in Economics and Human and Organisational Development with a focus on Community Developme 
Her studies culminated with a thesis on the Non-Government Responses to AIDS Affected Childr 


in Sub-Saharan Afnca. Upon return to the US she will pursue a career in the social service sect 
Both plan to continue involvement with assisting children affected by AIDS. 


They welcome your comments and feedback. 
They can be reached at arapani@yahoo.com or aartisemail@yahoo.com. 
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